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We can provide interpreters for a variety of
languages, information in larger print or other
formats (e.g. audio) - please call us on 01932 723553.
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Supported Self-Management for patients who have
undergone treatment for bowel cancer

Patient Name

Hospital Number

Single Point of Contact:

01932 726856
asp-tr.patientnavigator@nhs.net
Monday - Friday 9am — 4pm (excluding bank holidays).

The Supported self-management follow up programme has been
specifically designed to support you when you have completed
your treatment. It is a type of follow up, where you the patient are
in control. Close monitoring involving regular CT scans,
colonoscopies and blood tests will be carried out at regular
intervals over a period of five years. Routine outpatient
appointments will not form part of the follow up, but you may be
called back into clinic at any time during your follow up to discuss
any results, concerns or queries.

This means that your normal routine will not be disrupted by
unnecessary regular hospital appointments; instead, you can
quickly gain access to the colorectal team and the hospital when
you need to.
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Further Information

We endeavour to provide an excellent service at all times, but should you have
any concerns please, in the first instance, raise these with the Matron, Senior
Nurse or Manager on duty.

If they cannot resolve your concern, please contact our Patient Experience
Team on 01932 723553 or email asp-tr.patient.advice@nhs.net. If you remain
concerned, the team can also advise upon how to make a formal complaint.

Author: Jo Polley / Tricia Smith / Gemma Draper Department: Cancer Services
Version: 4 Published: Apr2023 Review: Apr 2025
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Notes

Page 14

Information about the supported self-management programme will
also be sent to your GP.

Treatment Summary

A Treatment Summary gives information about your care,
diagnosis, and treatment as well as your follow-up care. This will
be completed following your consultation.

This will include:

Signs and symptoms to report

Treatment and possible side effects

Stoma management

How to access the team via the Single Point of Contact.

Surveillance Investigations

People who have completed treatment for bowel cancer are at
risk of developing a local recurrence at the site of the original
tumour or a metastatic deposit (tumour recurrence elsewhere in
the body). This is unlikely to be detected during an outpatient
appointment, which is why you are offered regular scans and
blood tests.

Our current recommendations are:

e Blood tests every three months for the first 2 years and
then every six months up to and including year 5.
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e (T scans every six months for the first 2 years and then
yearly up to and including year 5.
e Colonoscopy at year 1and 4.

This could be subject to change depending on clinical findings.
Your blood test, CT scans and colonoscopy will be arranged by
the team. Before your investigations are due, you will be
contacted to arrange these. When a blood test is due, this should
happen before your CT and colonoscopy. A form will be posted to
you, or you can arrange to collect the form. The hospital will
contact you by post or phone to arrange your CT and
colonoscopy. You can get your blood test done either at your GP
surgery or at Ashford or St Peters Hospital, details of which are in
the useful contacts and information section.

The exact date for your CT scan will be communicated to you by
the radiology department nearer the time.

With your colonoscopy, you may get a telephone call from the
team to arrange a blood test or to discuss any medication that
may need to be stopped before the procedure. You will be
contacted by the endoscopy department to book in your
colonoscopy.

Page 4

Notes
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The Mulberry Centre — cancer support & advice
0208 321 6300
www.themulberrycentre.co.uk

NHS Live Well - information regarding healthy diet, exercise,
smoking and alcohol advice.
www.nhs.uk/live-well/

Runnymede & Spelthorne Citizens Advice Bureau
www.randscab.org.uk/

01932 827187

Telephone advice times: Mon-Fri 10am-12:30pm

Smoke Free National Helpline:
0300 123 1044
Mon- Fri 9am-8pm, Sat & Sun 11am-4pm
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Results

Once you have had your blood test and CT scan, we will send a
letter to you with your results. CT scans can take up to three
weeks to be reported. The results letter will also contain the
month of your next blood test and CT scan.

For these reasons, it is important to make sure the hospital has
your correct address and telephone number. If you do not receive
your results within four weeks of your test, please contact the
team via the telephone number provided in this leaflet.

You may get called into clinic at any time to discuss your results.
Signs & Symptoms

Everyone has aches and pains, but when you have had colorectal
cancer, you may be more aware of them and may be concerned
that any pain is related to cancer. Included below is a summary of
symptoms that you should report to the team via the telephone
line. These symptoms do not necessarily mean that your cancer
has returned but should be discussed with the team. These
include:

e Change in bowel habit that lasts longer than 4-6 weeks

o Rectal bleeding/excessive mucus discharge

¢ Ongoing abdominal pain that does not settle with regular
pain relief
Lumps or bumps in the abdomen
Unintentional weight loss
Excessive fatigue/lethargy
Loss of appetite
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When to contact us

Once you have entered the supported self-management follow-up
programme, you should call us to talk about any new symptoms
you are concerned about or any other issues relating to your
treatment.

The aim of the telephone service is to provide helpful advice and
allow you to have rapid access back to the colorectal team as
required. The telephone line is operated by the Macmillan Patient
Navigators who will triage your call and contact the colorectal
clinical specialist nurse (CNS) as necessary. If required, the CNS
will contact you.

If the team feels that you should be seen in one of our clinics
because of any symptoms you are experiencing, we will make
sure that you are offered an appointment within two weeks of
telephoning us. If necessary, further investigations may be
organised and an outpatient appointment arranged to receive and
discuss these results. Sometimes, verbal advice may replace the
need for an outpatient appointment and may be supported by
correspondence to you and your GP. We hope that this enhances
and promotes your ability to care for yourself once treatment has
been completed and enables you to benefit from the team’s
expertise as required.

The telephone service is open Monday — Friday 9am-4pm
(excluding bank holidays). The number is 01932 726856.
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Drink Aware:
www.drinkaware.co.uk

The Fountain Centre, St Luke’s Cancer Centre — for patients
who have undergone treatment. Advice, complementary
treatments and counselling.

01483 406618

www.fountaincentre.org

Guildford Citizens Advice Bureau
01483 576699
www.quildfordcab.org.uk

Macmillan Cancer Support — financial support, support helpline,
counselling, information, online forums & support groups

0808 808 0000

www.macmillan.org.uk

Macmillan Welfare Rights — Welfare & Benefits Advisor
01483 230849
admin.macmillan@quildfordcab.org.uk

Maggie’s: free practical, emotional and social support
0300 123 1801
WWWw.maggiescentres.org

MIND - online counselling
www.mind.org.uk
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Useful Contacts & Information:

Single Point of Contact:
01932 726856
asp-tr.patientnavigator@nhs.net

Endoscopy Booking Office:
01932 723801 / 3851 / 2037

Radiology Reception — to change CT date:
St Peters Hospital: 01932 723054
Ashford Hospital: 01784 884473

Non-emergency Patient Transport
0300 123 9870

Blood Tests

Ashford Hospital: Mon/Tues/Thurs/Fri: 08:40 — 16:45
Weds: 08:00 — 16:45

Located on 2nd Floor, from main reception.

St Peters Hospital: Mon — Fri: 09:00 — 16:45
Located on 3 floor, Area 4 Outpatients Block

You can now book an appointment online for your blood tests at
either hospital at: http://www.ashfordstpeters.nhs.uk/bloodtests

Bowel Cancer UK:
www.bowelcanceruk.orqg.uk
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If your call cannot be answered immediately, please leave your
name, hospital number or date of birth, and a short message and
your call will be returned as soon as possible.

If your symptoms are particularly worrying, especially in the
case of heavy bleeding or severe and persistent abdominal
pain, you should go straight to your nearest Accident and
Emergency department.

Side effects of treatment

Colorectal cancer treatments including surgery and chemotherapy
can lead to ongoing issues with bowel function, sexual function
and general wellbeing. Overcoming these issues can be
challenging but should lessen with time. Tiredness (fatigue) is
common following all treatments. You should take time to recover
and work your day around your energy levels.

Some people may experience ongoing chronic pain related to
their treatment. This should be discussed with your team.

If you experience any issues with sexual function, this should be
discussed with your team and if necessary, a referral can be
made to the appropriate specialty.

Surgery

Surgery can lead to erratic bowel function and control. These
generally settle within a short period of time post surgery but can
take up to two years. Some people may be left with a permanent
change in bowel habit. Erratic bowel function could mean urgency
(unable to hold stool), frequency (incomplete evacuation at each
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bowel movement), change in consistency of stool (diarrhoea /
constipation) and tenesmus (feeling of wanting to go but unable
to).

Hernias can be a common occurrence after surgery. A hernia
arises when an internal part of the body pushes through the
weakness in the muscle. If you think you have a hernia, please
contact the team.

Chemotherapy

Following chemotherapy treatment, you may suffer from
peripheral neuropathy (damage to the nerve endings in your feet,
legs, arms, and hands). This usually lessens over time but may be
permanent.

Radiotherapy

Problems with bladder and or bowel functions can occur following
treatment with radiotherapy. These may take some weeks to
resolve.

Nutrition and Keeping Active

Research shows that maintaining an active lifestyle alongside
healthy eating can reduce your risk of developing further cancer. If
you smoke, stopping can further reduce your risk. There are NHS
support services available. Information can be found in the useful
contacts section of this leaflet, or alternatively, you can visit your
local pharmacist or GP.
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NHS guidelines suggest you should drink no more than 14 units of
alcohol a week. If you need help reducing your alcohol
consumption, please contact your GP or visit the drink aware
website.

It is important to eat a variety of different food types. Following
bowel surgery, you may need to alter your diet depending on
bowel function. It may be helpful, if you are suffering from altered
bowel habits, to maintain a food diary. This can be discussed with
your CNS. You can visit the NHS Live Well website for general
advice regarding healthy diet, exercise, smoking and alcohol.

Feelings and Emotions

Following the end of your treatment, you may feel a variety of
emotions. You may feel anxious that you are no longer in regular
contact with your team. You may also feel anxious around the
time of your blood tests, CT scans and colonoscopies, especially
whilst waiting for results. This is very normal and usually these
anxieties lessen with time. However, realising that there is a
problem and getting help is the most important thing you can do.
A variety of information booklets are available in the useful
contacts and information section in this leaflet and your CNS can
refer you for counselling if you are finding it particularly difficult to
cope.
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